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AUTISM%WHY THE INCREASED RATES? A
ONE-YEAR UPDATE

WEDNESDAY, APRIL 25, 2001

HOUSE OF REPRESENTATIVES,
COMMITTEE ON GOVERNMENT REFORM,
Washington, DC.

The committee met, pursuant to notice, at 11:07 a.m., in room
2154, Rayburn House Office Building, Hon. Dan Burton (chairman
of the committee) presiding.

Present: Representatives Burton, Morella, Ros-Lehtinen, Horn,
Davis, Weldon, Waxman, Maloney, Norton, Cummings, Kucinich,
Blagojevich, Tierney, Schakowsky, and Clay.

Staff present: David A. Kass, deputy counsel and parliamen-
tarian; Mark Corallo, director of communications; John Callendar,
counsel; S. Elizabeth Clay, Nicole Petrosino, and John Rowe, pro-
fessional staff members; Robert A. Briggs, chief clerk; Robin Butler,
office manager; Michael Canty and Toni Lightle, legislative assist-
ants; Scott Fagan, staff assistant; Leneal Scott, computer systems
manager; John Sare, deputy chief clerk; Corinne Zaccagnini, sys-
tems administrator; Phil Barnett, minority chief counsel; Kate An-
derson and Sarah Despres, minority counsels; Ellen Rayner, minor-
ity chief clerk; and Jean Gosa, minority assistant clerk.

Mr. BURTON. Good morning.

A quorum being present, the Committee on Government Reform
will come to order. I ask unanimous consent that all Members’ and
witnesses’ written and opening statements be included in the
record. Without objection, so ordered.

I ask unanimous consent that all articles, exhibits, or extraneous
or tabular material referred to be included in the record. Without
objection, so ordered.

During the 106th Congress, I initiated oversight investigations to
look at the dramatic rise in autism rates and the many concerns
about vaccine safety. Autism rates have skyrocketed. Conservative
estimates suggest 1 in 500 children in the United States is autistic.
However, those rates are dramatically higher in some places such
as Brick Township, NJ, where the rates are 1 in 150. I think Con-
gressman Smith, who is going to testify today, represents part of
that area.

In the first quarter of this year a child was diagnosed with au-
tism every 3 hours in California. Last year, that rate was every 6
hours. Look at that graph. They are having an absolute epidemic
out there. '

Indiana is seeing a similar trend in increased rates; 1 in 400 chil-
dren in my home State is autistic. Between December 1999 and De-
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cember 2000, requests for special education services for children
with autism went up 25 percent. That is a 25-percent increase in
requests for taxpayer-provided services in just a year.

We have a national and potentially worldwide epidemic on our
hands. It cannot simply be better reporting or an expanded defini-
tion of autism. There has to be more to it than that.

As with any epidemic, we need to focus significant energy and re-
search on containing it. We need to locate the cause or causes. We
need to determine if this is the same condition we understand au-
tism to be or not. Could this epidemic of children who regress into
“autism” be another condition being called autism?

We need to be aggressive in developing and making available ap-
propriate treatments for both the behavioral issues and the bio-
medical illnesses related to this condition. And we need to provide
credible and timely information to the public. Has the public health
sector responded adequately and appropriately to this epidemic?
We will be hearing from witnesses over the next 2 days to find out.

Autism, or Autism Spectrum Disorder, is devastating to families.
I know this from personal experience. My grandson, Christian, was
born healthy and developed normally. His story is not much dif-
ferent than that of the thousands of families we have heard from
over the last year. He met his developmental milestones. He was
talkative. He enjoyed being with people. He interacted socially.

Then Christian received his routine immunizations as rec-
ommended by the Centers for Disease Control and Prevention and
his life changed dramatically and very rapidly. We now know that
through his shots, he may have been exposed to 41 times the level
of mercury than is considered safe by Federal guidelines for a child
his size. This was on top of other mercury exposure from earlier
vaccinations.

Within 10 days of receiving his vaccines, Christian was locked
into the world of autism—within 10 days. Is it related to the MMR
vaccine? Is it related to the mercury toxicity? Is it the environment,
including food allergies? Or is autism purely genetic? Some would
have us believe that a child’s regression into autism within a short
time of vaccination is purely a coincidence. I ask those individuals
to show me the science that proves this theory.

On Monday, the “Measles-Mumps-Rubella Vaccine and Autism
Report” was released by the Institute of Medicine’s Committee on
Immunization Safety Review. We have Dr. Marie McCormick, the
Chair of this committee, here today to talk about the findings and
recommendations of the report. .

I realize the headlines over the last 3 days have said that the
committee found no connection between the MMR vaccine and au-
tism. I would urge all of you to read the entire report and recognize
that the committee found that there was insufficient evidence to
conclusively prove or disprove a connection between the MMR vac-
cine and acquired autism. And yet, on television all across this
country, every parent saw that there was no connection between
the MMR vaccine and autism.

Yet, that is not what the report said. I believe a disservice has
been given to the American people about this. Parents need to
know the risks involved with certain exposures their children have
to face. And they need to have all the facts, not part of the facts.

my
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It should be noted that the committee notes in its conclusions
that it could not exclude the possibility that MMR vaccine could
contribute to Autism Spectrum Disorder.

In the scientific community, there is an accepted hierarchy of re-
search methodology that builds a balanced foundation of the evi-
dence. That is in attachment 1. What we learned from the Institute
of Medicine is that the research has not yet been conducted to
build this hierarchy of evidence regarding the question of whether
or not the MMR vaccine may be linked to the increased incidence
of autism.

We have substantial parental observation, which should never be
discounted. And we have several case studies and laboratory evi-
dence showing measles virus in the guts of autistic children who
have bowel dysfunction. And we also have several population-level
epidemiological studies.

While the Immunization Committee noted that the epidemiologic
studies do not support an association at a population level, their
report stated that “it is important to recognize the inherent meth-
odological limitations of such studies in establishing causality.”

In essence, the studies that have been published and held up by
the public health community as “proof” against Dr. Wakefield’s hy-
pothesis can never answer the question of whether or not MMR
vaccine is linked to autism in some children. We do not have
enough research to make an evidence-based final conclusion. What
we have is a clear indication that a problem exists for some chil-
dren. We need to do the research to get our arms around that prob-
lem, so that we can prevent any further escalation of this epidemic
of acquired autism. '

When the Institute of Medicine formed their committee, we were
assured that there would be no one on the committee who had ties
to the vaccine industry. We were told there would be nobody con-
nected to the vaccine industry involved in the research done by this
committee. So I was disturbed to learn that the committee sent this
report out for review and comment prior to becoming final to nu-
merous individuals who have ties to the vaccine industry, including
the manufacturer of the MMR vaccine.

They sent it out for critiquing, and there were changes made by
these other people outside. They also sent it to at least one individ-
ual who presented to the committee, but not to Dr. Wakefield and
the rest of the presenters. This preferential treatment is disturb-
ing, and I would like to know why they did not send it to everybody
who was a presenter.

I am including in the record a letter I received from one of the
reviewers, and a previous witness to this committee regarding his
concerns about flaws in the evaluation of the published research.
He is with the University of Oklahoma, the Health Center. And
that will be included in the record.

[The information referred to follows:]



The Umvemty of Oklahoma

Hedleh Sciences Center
DEPARTMENT OF MICROBIOLOQGY AND IMMUNOLOQY

April 24, 2001

Congressman Dan Burton
Chairman :

Committee on Government Reform
House of Representatives

Congress of the Uxiied States. 4
2157 Raybum House Office Building
Washington D.C. 20515-6143

Dear Chairman Burtou:

I am writing thxs letter to express iy concem with regards to the Report by the lostitute:
of Medicine mvolvmg the association of the Measles, Mumps Rubelia Vaccine and
Autism. | was an external reviewer of the Institute's report. Upon review, I found sevére
problems and concemns with the panel report. I provided a 5-page critique of the reportito
the Institute of Medicine and I am concern that my critique was not considered in the
release of the final report. I will briefly summarize my major concerns below.

The report highly criticizes the pees-review publications that cite a casual association of
the MMR vaccine and autism and does nnt provide a similar critique of the peer review..
publications that cite & lack of asso¢iation of the MMR vaccine and autism. The report
itself appears 1o present 2 biased op&mon in the initial discussion. ]

Several of the pqcr review pubhcan;ons that cite a laqk of association of the MMR
vaccine and autism after careful re-evaluation have & number of problems and bias
associated with their data and the analysis of the data.

1) Mistakes in calculanons not caught by the aznhom, the journal reviewers or the Joumal
editors.

2) Potentially i mppropnaxe mampulauon of the data and the use of L improper statistical
mcthods to demonstrate a lack of. association betweén MMR vaccination and autism.

3) Some data that suggests a statistically significant association at one time point
between parental concern for behavior changes (e.g. autism) and the MMR vaccine is
stated to be an actifact. Indeed, the authors oomment that this particular data is an
artifact. This statcment appears bxused.

4) Exclusion criteria for data to be analyzed could be biased.

Coliage of Medicins - Post Office Box 28801, Biomadical Sciences Building, Room 1053
Odahoma City. Okiehema 73190 - 1406) 271-2133 » FAX (405) 271-3117
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§) One of the publications includes the lack of autism and the MMR vaccine in the titlc
of the paper, yet no data on autismiis presented in the text of the paper. Thisis
misleading. . : )

6) One of the publications that are used to support the lack of the MMR vaccine and
autism cites support of Merck and Company in the ackpowledgements. This is not
mentioned in the Institute's report and could be considered potentially as-a pre-existing
bias.

I could continue to list my problems with the Institute's report, however, I feel that my
evaluation may have been completely ignored. 1 very much apprcciate your time and
consideration regarding this matter and would be bappy to provide you with my detailed
critique of the report. f :

Sincerely,

gc £

Ronald C. Kennedy, Ph.D.
Professor .
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Mr. BURTON. I want to read just one part of his letter.

“The report highly criticizes the peer review publications that
cite a causal association of the MMR vaccine and autism and does
not provide a similar critique of the peer review publications that
cite a lack of association of the MMR vaccine and autism.”

It also says, “One of the publications that are used to support the
lack of the MMR vaccine and autism cites support of Merck and
Company in the acknowledgements.” They are the producer of the
MMR vaccine.

This is not mentioned in the Institute’s report and could be con-
sidered potentially as a pre-existing bias. We want to ask the per-
son gho is going to be testifying about the report why that hap-
pened.

They also sent it to at least one individual who presented to the
committee, but not Wakefield.

I am including in the record this letter I received from the re-
viewer about what he believes to be the flaws in the evaluation of
the published research. He also raises concerns about the lack of
the Institute’s acknowledgement in their evaluation that one of the
publications used to support a lack of a connection between the
MMR vaccine and autism was sponsored by Merck, the manufac-
turer of the MMR vaccine.

We have a very long hearing today. I am going to ask the wit-
nesses to stick to the time limit so we can get through all the pan-
els and have time for questions. We will be hearing first from my
colleagues and friends, the chairmen of the Autism Congressional
Caucus—which I am proud to be a member of—Congressman
Christopher Smith of New Jersey, and Congressman Mike Doyle of
Pennsylvania.

The record will remain open until May 11.

I apologize to Mr. Waxman for talking so long, but I feel very
strongly, as you know.

Mr. Waxman, you are recognized for an opening statement.

[The prepared statement of Hon. Dan Burton follows:]
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Good morning, a Quorum being present, the Committee on Government
Reform will come to order. | ask unanimous consent that all Members’
and witnesses’ written and opening statements be included in the record.
Without objection, so ordered.

I ask unanimous consent that alf articles, exhibits, and extraneous or
tabular material referred to be included in the record. Without objection,
so ordered.

[Chairman’s Opening Statement]

During the 106t Congress, | initiated oversight investigations to ook at
the dramatic rise in autism rates and the many concerns about vaccine
safety. :

Autism rates have skyrocketed. Conservative estimates suggest 1 in 500
children in the United States is autistic. However, those rates are
dramatically higher in some places such as Brick Township, New Jersey,
where the rates are 1 in 150.

in the first quarter of this year a child was diagnosed with autism every
three hours in California. Last year, that rate was every six hours.

Children Diagnosed with Autism the First Quarter of Each
Year in California

Total Cases of Autism in California

ERIC 13

Aruitoxt provided by Eic:



9 t

Indiana is seeing a similar trend in increased rates. One in 400 children
in Indiana is autistic. Between December 1999 and December 2000,
requests for special education services for children with autism went up
twenty-five percent. That is a twenty-five percent increase in requests
for taxpayer provided services in one year.

We have a national and potentiaily world-wide epidemic on our hands. It
cannot simply be better reporting or an expanded definition of autism.

As with any epidemic, we need to focus significant energy and research
on containing it. We need to locate the cause or causes. We need to
determine if this is the same condition we understand autism to be or
not. Could this epidemic of children who regress into “autism” be
another condition being called autism?

We need to be aggressive in developing and making available treatments
for both the behavioral issues and the biomedical illnesses related to this
condition. And we need to provide credible and timely information to the
public. Has the Public Health Sector responded adequately to this
epidemic? We will be hearing from witnesses over the next two days to
find out.

Autism or Autism Spectrum Disorder is devastating to families. | know
this from personal experience. My grandson, Christian, was born heaithy
and developed normally. His story is not much different than that of the
thousands of families we have heard from over the last year. He met his
developmental milestones. He was talkative. He enjoyed being with
people. He interacted socially.

Then Christian received his routine immunizations as recommended by
the Centers for Disease Control and Prevention and his life changed
dramatically and rapidly. '

We now know that through his shots, he may have been exposed to
forty-one times the level of mercury than is considered safe by Federal
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guidelines for a child his size. This was on top of other mercury
exposure from earlier vaccinations.

Within ten days of receiving his vaccines, Christian was locked into the
world of autism. Is it related to the MMR vaccine? Is it related to the
mercury toxicity? Is it the environment, including food allergies? Or is
autism purely genetic? Some would have us believe that a child’s
regression into autism within a short time of vaccination is purely a
coincidence. 1 ask those individuals to show me the science that proves
their theory.

On Monday the “Measles-Mumps-Rubella Vaccine and Autism Report”
was released by the Institute of Medicine’'s Committee on Immunization
Safety Review. We have Dr. Marie McCormick, the Chair of this
Committee here today to talk about the findings and recommendations of
the report.

| realize the headlines over the last three days have said that the
Committee found no connection between the MMR vaccine and autism. |
would urge all of you to read the entire report and recognize that the
Committee found that there was insufficient evidence to conclusively
prove or disprove a connection between the MMR vaccine and acquired
autism.

The Committee notes in its conciusions that it could not exclude the
possibility that MMR vaccine could contribute to Autism Spectrum
Disorder.

In the scientific community, there is an accepted hierarchy of research
methodology that builds a balanced foundation of the evidence.

(Attachment 1)

What we learned from the Institute of Medicine is that the research has
not yet been conducted to build this hierarchy of evidence regarding the

15 .
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question of whether or not the MMR vaccine may be linked to the
increased incidence of autism.

We have substantial parental observation, which should never be
discounted. And we have several case studies and laboratory evidence
showing measles virus in the guts of autistic children who have bowel
dysfunction. And we also have several population-level epidemiological
studies.

While the Immunization Committee noted that the epidemiologic studies
do not support an association at a population level, their report stated,

“it is important to recognize the inherent methodological limitations of - -
such studies in establishing causality.”

In essence, the studies that have been published and held up by the
public health community as “proof” against Dr. Wakefield’s hypothesis
can never answer the question of whether or not MMR vaccine is linked to
autism in some children.

We do not have enough research to make an evidence-based final
conclusion. What we have is a clear indication that a problem exists for
some children. We need to do the research to get our arms around that
problem, so that we can prevent any further escalation of this epidemic of

acquired autism,

When the Institute of Medicine formed their Committee, we were assured
that there were be no orie on the Committee who had ties to the vaccine
industry.

I was disturbed to learn that the Committee sent this report out for
review and comment prior to becoming final to numerous individuals who
have ties to the vaccine industry including the manufacturer of the MMR
vaccine.
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They also sent it to at least one individual who presented to the
Committee, but not to Dr. Wakefield and the rest of the presenters. This
preferential treatment is disturbing.

| am including in the record a letter | received from one of the reviewers,
and a previous witness to this Committee regarding his concerns about
flaws in the evaluation of the published research. He also raises concerns
about the lack of the Institutes’ acknowledgment in their evaluation that

~one of the publications used to support a lack of a connection between

the MMR vaccine and autism was sponsored by Merck, the manufacturer
of the MMR vaccine. (Attachment 2)

We have a very long hearing today. | am going to ask the witnesses to
stick to the time limit so we can get through all the panels and have time
for questions.

We will be hearing first from my colleagues and friends, the Chairmen of
the Autism Congressional Caucus, which | am proud to be a member of,
Congressman Christopher Smith of New Jersey, and Congressman Mike
Doyle of Pennsylvania.

The record will remain open until May 11.

| now recognize the ranking minority member, Mr. Waxman for his
opening statement.

17
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Mr. WAXMAN. Thank you very much, Mr. Chairman.

The issue of autism has been getting increased attention in Con-
gress over the last several years, and this attention is overdue. I
want to commend you, Mr. Burton, for your efforts to increase pub-
lic awareness about autism through these hearings.

Autism is a particularly frustrating disease. We still do not un-
derstand what causes it and we still do not have a cure. All we
know for sure is that its impact on families can be devastating.

During the hearings held in this committee, we have heard par-
ents tell tragic stories of children who appear to be developing nor-
mally and then all of a sudden retreat into themselves, stop com-
municating, and develop autistic behavior. Other parents have tes-
tified that their children never start to develop language skills, and
instead early on manifest symptoms of autism.

I can only imagine how frustrating and difficult this must be for
families. And I appreciate how urgently we need to understand
what causes autism, how to treat it, and if possible, how to prevent
it.

Fortunately, Congress is beginning to respond. Last year, I co-
sponsored a bill to increase NIH's funding for autism research.
This funding was authorized as part of the Child Health Act, which
I also supported.

This year, Congress’ challenge will be to appropriate the funding
authorized by the Child Health Act. We will not make real progress
until we make sure NIH has the funding it needs to research this
debilitating disease.

At our first hearing last year, we heard moving statements from
the chairman and several witnesses that they had firsthand experi-
ence with observing signs of autism shortly after children received
the MMR vaccine. These witnesses voiced their suspicion that au-
tism was caused by the vaccine.

I was deeply concerned about these remarks. Vaccines are unique
in medicine. Other medicines are administered to sick people to
make them better. But vaccines are given to healthy children and
they are mandatory in many States. When I heard the chairman’s
concerns, I was disturbed by the possibility that a vaccine that
States mandate could be making healthy children sick.

But at the same time, I was also worried for another very dif-
ferent reason. Vaccines are one of the greatest success stories in
modern medicine. Because of vaccines, children no longer suffer
brain damage or die from measles or are paralyzed by polio. I real-
ize that publicizing fears that vaccines may cause autism could
cause some parents to stop vaccinating their children. And I worry
that this could be counterproductive. In the name of protecting our
children from autism, we could actually be subjecting them to
much greater risks of deadly or debilitating diseases such as mea-
sles, rubella, damage affecting developing fetuses or brain damage
from meningitis.

The theory that the MMR vaccine may contribute to autism had
been carefully reviewed by the British Medical Research Counsel,
which found no evidence to support it. However, what we needed,
I believe, was more study. That is why I proposed during last
year’s hearing that Chairman Burton join me in requesting that
the Secretary of Health and Human Services convene a panel of ex-
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perts to examine the theory that the MMR vaccine could cause au-
tism.

HHS responded to our request by contracting with the Institute
of Medicine, a branch of the National Academy of Sciences, to con-
vene a panel of independent experts to review vaccine safety issues.
The Institute of Medicine identified potential experts and then sub-
jected the experts to strict criteria that excluded anyone who had
financial ties to vaccine manufacturers or their parent companies,
previous service on the major vaccine advisory committees, and
prior expert testimony or publications on issues of vaccine safety.

The first issue this independent panel considered was the rela-
tionship between the MMR vaccine and autism. This panel of inde-
pendent experts convened by the Institute of Medicine issued its
report on the MMR vaccine this Monday. The report is careful and
analyzes all the scientific information available and it concludes
that there is no credible scientific evidence establishing a link be-
tween the MMR vaccine and autism.

The Institute of Medicine report is consistent with the findings
of the British Medical Research Council. It is also consistent with
the conclusions of the World Health Organization, the American
Medical Association, and the American Academy of Pediatrics.
Taken together, the evidence clearly demonstrates that the MMR
vaccine is highly unlikely to be a cause of autism.

The next vaccine issue the Institute of Medicine will examine is
whether there have been adverse effects from thimerosal, a mer-
cury-containing vaccine preservative. Because of concerns about
mercury in vaccines, FDA has acted to remove thimerosal from the
childhood immunization schedule. In fact, the entire vaccine sched-
ule is currently available without thimerosal. From a public health
perspective, the remaining issue is whether FDA made the right
decision in choosing not to recall the thimerosal-containing vac-
cines that are still on doctor’s shelves. _

FDA made the decision not to recall the vaccines because of con-
cerns about a potential vaccine shortage. While there may be a the-
oretical risk to children from the thimerosal, FDA knew that there
is a very real risk to children if there is not enough vaccine avail-
able to protect them adequately from dangerous diseases such as
whooping cough or diphtheria. Moreover, FDA was also aware that
the Centers for Disease Control’s surveillance has not shown any
relationship between thimerosal and developing mental delays.

Based on these facts, FDA’s decision seems right, but I will wel-
C(f);ne any further insight that the Institute of Medicine is able to
offer.

I sympathize with the parents who have testified at our hearings
and who will testify today. I want them to know that I am commit-
ted to doing everything Congress can to address the problem of au-
tism. It is clear to me that we need to research aggressively the
causes and treatments of autism. Unfortunately, I believe the an-
swers must come from science.

I thank the witnesses for appearing today and I look forward to
their testimony.

Mr. BURTON. I thank the gentleman from California.

Mr. Horn, do you have an opening statement?

Mr. Kucinich, do you have an opening statement?

o
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Mr. KucinicH. Thank you very much, Mr. Chairman, for holding
this hearing. And thank you very much, Mr. Waxman, for making
it possible for me to be a member of this committee.

I have to say, in having the opportunity to sit through these com-
mittee hearings, I am taken with the concern for public health that
both of my esteemed colleagues have, Mr. Burton and Mr. Wax-
man. I cannot say that I have formed any conclusion about this be-
cause I think it is important to be open to new evidence.

I do think it would be significant and important at this moment
to read from the summary from the Immunization Safety Review
from the Institute of Medicine, which says, “The Immunization
Safety Review Committee concludes that the evidence favors rejec-
tion of a causal relationship at the population level between MMR
vaccine and ASD. However, this conclusion does not exclude the

“possibility that MMR vaccine could contribute to ASD in a small
number of children because the epidemiological evidence lacks the
precision to assess rare occurrences of a response to MMR vaccine
leading to ASD and the proposed biological models linking MMR to
ASD, although far from established, are nevertheless not disproved.

Because of the limitations of the evidence, the significant public
concern surrounding the issue, the risk of disease outbreaks if im-
munization rates fall, and the serious of ASD, the committee rec-
ommends that continued attention be given to this issue. This com-
mittee has provided targeted research and communication rec-
ommendations. However, the committee does not recommend a pol-
icy review at this time of the licensure of MMR vaccine or of the
current schedule and recommendations regarding administration of
MMR vaccine.”

It seems to me that this summary, which comes from the docu-
ment that is under discussion, does have an inconclusive nature to
it in the overall issue, even if it does not recommend removal of
licensure of the vaccine. So in exploring the issue of this hearing,
why the increased rates, I think the persistence of our chairman
on the issue of autism and holding these hearings to update last
year’s work is well taken.

Often, hearings such as these raise more questions than they
give answers, and a determination for finding answers is an exam-
ple that researchers need to follow. In order to find more answers,
I do not believe we should narrow the scope of the research. Rath-
er, it is my hope that through the testimony of parents, Dr. Wake-
field, and others we will be able to gain a broad view of the factors
that may cause autism.

A recent report released by the Immunization Safety Review
Committee at the Institute of Medicine is important in this regard
because, again, I want to state the conclusion of the committee that
the evidence favors rejection of a causal link between the MMR
vaccine and ASD is not the whole story. Media reports have
seemed to focus on the first part of the conclusion.

The second part of the conclusion, which is perhaps equally im-
portant, is that there is not enough evidence. The committee also
concludes that the epidemiological evidence is lacking in both
breadth and precision. That, by definition, means that we need to
do more research. It means we need to do more specific research.
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And while I would agree with Mr. Waxman that given the bene-
fits of the vaccine, we do not want to be in a position where we
take the position for challenging health risks to a broad spectrum
of America’s children, I believe we also need to look at these in-
creased incidents with a sense of mission to find out exactly what
is going on. The conclusion that the review made also notes that
biologic models that link the MMR vaccine and ASD are frag-
mentary. The committee identifies the limitations of the available
evidence, which can only mean that it is too soon to narrow our
scope of possible answers.

Currently, there is $58 million in autism research funds at NIH.
Congress needs to focus on more funding for more research. I
would submit, instead of focusing just on the brain as the sole
search of autism research, we need to have a more holistic ap-
proach and review the entire body system. Indeed, there is some
evidence—admittedly, limited—that shows that vaccine may cause
a physical reaction in the digestive system that may cause autism.

Also, as I understand it, there is no conclusive research on
whether or not autism is caused by genetic factors or environ-
mental factors. We may need to look at food allergies, vitamin defi-
ciencies, and pollutants for their potential role in causing autism.
By looking at the entire human body and not just the brain as the
subject of research, we may find answers to questions that we, as
Members of Congress, the Autism Congressional Caucus, parents,
researchers, and others seek.

I look forward to the testimony of the witnesses. I encourage
Federal agencies and Congress to acknowledge their testimony and
have a broad scope in working to uncover the cause of autism with
additional and improved research.

Again, I thank the Chair.

Mr. BURTON. Thank you, Mr. Kucinich.

Ms. Ros-Lehtinen.

Ms. ROS-LEHTINEN. Thank you so much, Mr. Chairman.

I merely wanted to congratulate you once again for your valiant
efforts in helping bring this potential connection to light. Perhaps
there is a connection between the onset of autism and the vaccina-
tions, perhaps not. But I know it is an important issue for this
committee and it is something that should be taken seriously.

I congratulate you for sticking to your commitment on this, in
spite of the overwhelming pressure you must be under from the
mainstream scientific community to let it go. I know in my commu-
nity we have many cases of autistic children, children being
tracked by the school system in a different manner. Maybe we are
just getting better with diagnosis, but it just seems alarming to me,
in my area of south Florida, the high number of children with au-
tism.

I think it is an important issue for our committee. I think you
have been a valiant leader in this fight. We do need to improve the
scientific evidence. We need to fund the research. We need to edu-
cate doctors in a better way because many times those symptoms
are going by unnoticed and the pediatricians just shrug their shoul-
ders and say, don’t worry, this is just a phase that child is going
through. So we need to improve funding and we need to improve
the education for the medical community as well.

25 -



21

I want to thank you, Mr. Chairman, for being brave enough to
stick to your agenda and to keep our committee seriously looking
at the connection between vaccination and autism and just raise
the awareness on the issue of autism itself. And I congratulate our
colleagues, Mr. Smith and Mr. Doyle, for forming this coalition, of
which I am proud to be a member and with which I am proud to
be associated. ‘

Thank you, Mr. Chairman.

Mr. BurTON. Thank you, Ms. Ros-Lehtinen.

Mr. Clay.

Mr. CrLAY. Thank you, Mr. Chairman.

I welcome the opportunity to meet with the committee today. I
also welcome the opportunity to meet with my fellow Members of
Congress who are co-chairs of the Autism Caucus, Representative
Christopher Smith and Representative Michael Doyle. I especially
welcome the parents of autistic children who are witnesses. It is
noted that all of the parents on the panel are doctors. Additionally,
I welcome all other witnesses of panels three and four.

Mr. Chairman, my No. 1 focus while I am in office is children.
I am a father, as are you, and I am especially grateful that you ex-
tend that parental concern through this committee. Autism is a de-
velopmental disorder that appears within the first 3 years of a
child’s life. The exact causes are unknown. Many scientists who
study autism find that it occurs during fetal development, while
some speculate that there may be a form or forms of autism that
occur in the early years of a child’s life.

Some parents and researchers subscribe to the theory that this
form of autism may be caused by vaccinations. Presently, no con-
firmed scientific basis links vaccinations with autism and some of
the studies that support some of these theories have been discred-
ited.

These are questions to which we must have answers. I have a
4-month-old son and a 7-year-old daughter. To you parents who are
witnesses today, your children could just as well have been my chil-
dren. This is an area that must be given all the resources and at-
tention necessary to find causes, effects, and solutions.

At this point, Mr. Chairman, I would yield back the balance of
my time and ask unanimous consent to enter my statement into
the record.

Mr. BUurTON. Without objection, your prepared statement will ap-
pear in the record.

[The prepared statement of Hon. Wm. Lacy Clay follows:]
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OPENING STATEMENT-REP WM Lacy Clay "
Full Committee Hearing of the Committee on
Government Reform

THANK YOU MR. CHAIRMAN. T WELCOME THE
OPPORTUNITY TO MEET WITH THE COMMITTEE
TODAY. I ALSO WELCOME THE OPPORTUNITY TO
MEET WITH MY FELLOW MEMBERS OF CONGRESS
WHO ARE CO-CHAIRS OF THE AUTISM CAUCUS, REP.
'CHRISTOPHER H. SMITH AND REP MICHAEL F. |
DOYLE. 1 ESPECIALLY WELCOME THE PARENTS OF
AUTISTIC CHILDREN WHO ARE WITNESSES. IT IS
NOTED THAT ALL OF THE PARENTS ON THE PANEL
ARE DOCTORS. ADDITIONALLY, I WELCOME ALL
OTHER WITNESSES OF PANELS THREE AND FOUR,

MR. CHAIRMAN, MY NUMBER ONE FOCUS WHILE
I AM IN OFICE IS CHILDREN. I AM A FATHER AS
ARE YOU AND I AM ESPECIALLY GRATEFUL THAT
YOU EXTEND THAT PARENTAL CONCERN THROUGH
THIS COMMITTEE. AUTISM IS A DEVELOPMENTAL .
DISORDER THAT APPEARS WITHIN THE FIRST
THREE YEARS OF A CHILD'S LIFE. THE EXACT
CAUSES ARE UNKNOWN. MANY SCIENTISTS WHO
STUDY AUTISM FIND THAT IT OCCURS DURING
FETAL DEVELOPMENT WHILE SOME SPECULATE
THAT THERE MAY BE A FORM OR FORMS OF AUTISM
THAT OCCUR IN THE EARLY YEARS OF A CHILD'S
LIFE. SOME PARENTS AND RESEARCHERS
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SUBSCRIBE TO THE THEORY THAT THIS FORM OF
AUTISM MAY BE CAUSED BY VACCINATIONS.
PRESENTLY, NO CONFIRMED SCIENTIFIC BASIS
LINKS VACCINATIONS WITH AUTISM AND SOME OF
THE STUDIES THAT SUPPORT SOME OF THESE

- THEORIES HAVE BEEN DISCREDITED.

THESE ARE QUESTIONS TO WHICH WE
MUST HAVE ANSWERS. I HAVE A FOUR-MONTH OLD
SON AND A SEVEN-YEAR OLD DAUGHTER. TO YOU
PARENTS WHO ARE WITNESSES TODAY, YOUR
CHILDREN COULD JUST AS WELL HAVE BEEN MY
CHILDREN. THIS IS AN AREA THAT MUST BE GIVEN
ALL THE RESOURCES AND ATTENTION NECESSARY
TO FIND CAUSES, EFFECTS AND SOLUTIONS.

At this point, I ask unanimous consent to enter
my statement into the record.
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Mr. BURTON. Dr. Weldon. :

Mr. WELDON. I just wanted to mention my good friend from Ohio,
Mr. Kucinich, said earlier that NIH funding for autism research is
at $58 million. I believe that actual figure is substantially below
that, more in the range of $15 million. I think there is going to be
another hearing to get at that issue, but I just wanted the record
to reflect that.

Indeed, that is a big part of our problem. We are not funding
enough research in this arena. I thank you for calling this hearing,
Mr. Chairman.

Mr. BURTON. Thank you, Dr. Weldon.

Mr. Cummings.

Mr. CUMMINGS. Thank you very much, Mr. Chairman. Thank you
for holding this hearing today.

During the 106th Congress, the Government Reform Committee
held numerous hearings on vaccine safety and the theories on the
correlations between vaccinations and autism. Earlier this week,
the Institute of Medicine Committee on Immunization Safety Re-
view released a study that reported “there is little evidence of a
causal link between vaccinations and autism.”

I agree with Dr. Steven Goodman of the Johns Hopkins Univer-
sity of Medicine—which so happens to be located in my district—
who was a member of the IOM panel, when he said that “the risk
of not immunizing is much greater than any risk from immuniz-
ing.”

Vaccinations provide important health protections so that our
children will not be at risk for a variety of illnesses and diseases.
Without vaccinations, the diseases we are now protected from will
return.

I applaud the CDC, the National Institute of Child Health and
Human Development, the National Institutes of Health, the Food
and Drug Administration, as well as the Kennedy Krieger Institute
and the Center for Development and Behavior Learning at the Uni-
versity of Maryland School of Medicine in Baltimore for their con-
tinued research in this area.

The causes of autism are unknown. There are some effective
treatments for some children, but there is no cure. My heart goes
out to parents, grandparents—like you, Mr. Chairman—and fami-
lies of autistic children. I am convinced that with further research
a cause and cure will be found.

I am also concerned that there have been approximately 2,800
cases of autism reported in my home State of Maryland. I am also
concerned about the rise in the number of autism cases in Califor-
nia, New Jersey, and other States.

As such, I strongly believe that all theories for the cause of au-
tism must be objectively and thoroughly researched. I echo the sen-
timents of the ranking member of this committee when he ex-
pressed last year in the Los Angeles Times that autism must not
alarm the American people and steer them away from vaccinating
their children.

I welcome the witnesses here today. I look forward to the testi-
mony.

Thank you very much.

Mr. BURTON. Thank you, Mr. Cummings.
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Ms. Davis, do you have a comment?

Ms. Schakowsky.

Mr. BurTtoN. If not, Congressmen Smith and Doyle, would you
come forward, please? -

We will start with you, Mr. Smith. We normally swear in our
witnesses, but I do not think we need to do it with you, too.

Mr. Smith.

STATEMENTS OF HON. CHRISTOPHER H. SMITH, A REP-
RESENTATIVE IN CONGRESS FROM THE STATE OF NEW JER-
SEY; AND HON. MICHAEL F. DOYLE, A REPRESENTATIVE IN
CONGRESS FROM THE COMMONWEALTH OF PENNSYLVANIA

Mr. SmiTH. Thank you very much, Mr. Chairman.

I thank you and the members of the committee for allowing my
good friend and colleague, Mike Doyle, and I to be here on behalf
of our Coalition for Autism Research and Education [CARE]. It is
currently made up of 115 Members of Congress. It is bipartisan. It
was formed recently and we have our first major briefing on Fri-
day. The reason for the Coalition is to try to sensitize Members to
the need for more research dollars, more focus on this very, very
debilitating and heartbreaking tragedy that has been experienced
by increasing numbers of Americans.

I think most of you know that autism is a developmental dis-
order that has robbed at least 400,000 children of their ability to
communicate and interact with their families and loved ones. The
disorder, at least the common, prevalent number used, is found in
1 of every 500 people in America, although that number may have
to be ratcheted upwards, given some of the more recent evidence
that is coming forward.

My interest in autism has been a 21-year interest. I first got in-
volved when the Eden Institute and Dr. Holmes in Princeton, NJ
brought me to one of their group homes and showed me the kind
of work they were doing. I worked with him and others throughout
the years to try to do what we could.

But, frankly, I have been amazed at what has not been done at
the Government level through the 1980’s and into the 1990’s on
this affliction, this disorder.

What brought me into it even more so in recent years—in one
of my largest towns, Brick Township, I became aware through
Bobby and Billy Gallagher, a very devoted husband and wife who
have two children with autism. They did their own study, if you
will, in Brick Township and found that there was an exorbitant
number of cases of children with autism. They became alarmed and
brought this information to me. They had the documentation and
we spent the better part of 3 hours reviwing it. In subsequent
meetings, it went on and on as we renewed it further.

We finally brought the CDC and other Government agencies into
Brick. Frankly, I was amazed, shocked, dismayed, and saddened by
how little the CDC and some of our great Government organiza-
tions knew about autism. It was as if the studies were passive, the
information collected was little to nonexistent—and that includes
in my own State. This began an effort to try to do more, to try to
at least get a handle on the prevalence of autism.
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What is happening? Is 1 in 500 real? Is it imaginary? Is it fic-
tion? And as you pointed out, Mr. Chairman, what is the causa-
tion? Looking at your witnesses and knowing of your own deep,
personal commitment, I want to congratulate you at your dogged
determination to get at the reason. Why do we have this terrible
disorder seemingly cropping up in larger numbers in our commu-
nities, as we saw in my own Brick Township, NJ? What was
found—and this was very disconcerting—after a professional study
by CDC, was that rather than 1 in 500, the number was 4 per
1,000 in Brick. What are the reasons? Nobody really has any an-
swers. The questions and the answers we have gotten in terms of
numbers only bring about more questions about why the preva-
lence? Why does there seem to be a cluster or why do we have a
higher number throughout the country?

Our own Department of Education in New Jersey has seen more
cases. Maybe this is just better reporting or maybe we have a prob-
lem that 1s an epidemic that has gone largely unnoticed. In 1991
there were 241 cases. That has grown to an incredible 2,354 cases
in 1999, an 876 percent increase. In just 4 years, the number of
autistic children aged 6 through 21 has more than doubled. So we
have a problem that really begs a significant increase in funding,
commitment, and prioritization within our Government.

Last year many of us argued successfully that the amount of
money going to the CDC and NIH be increased. We are doing it
again this year, making a similar request to the appropriators that
more money for prevalence and other studies be forthcoming.

Finally, Mr. Chairman, last year we did get a breakthrough with
the Centers of Excellence in Autism Epidemiology that was con-
tained in Public Law 106-310. I had introduced legislation that
had that in it. We worked with a number of organizations and indi-
viduals. Mike Bilirakis, our good friend who chairs the committee,
put it as title one of his child health initiative bill. Now that is
awaiting full implementation so we can get a better handle on au-
tism with these new centers of excellence looking at prevalence and
other issues associated with it.

Again, I want to thank you for your leadership. Let me offer one
note of caution. I know the IOM study suggests that there is not
a link. And I know that one of their witnesses will be here today
to amplify that. But I chair the Veterans Affairs Committee. I re-
member when the very first amendment I offered dealt with the
Agent Orange issue. Tom Daschle, now the minority leader over on
the Senate side, and I offered an amendment to try to provide serv-
ice-connection disability and enhanced medical care for our veter-
ans who had been exposed to dioxin, the contaminant contained in
Agent Orange.

For years, what we thought was credible evidence was laid aside
and they said there was no link, there is no link, there is no link.
Finally, in the latter part of the 1980’s, the evidence became so
compelling that at least three anomalies associated with that con-
tamination were finally deemed service-connected and were deemed
worthy of compensation.

My hope is that this report not end the issue, but only lead to
more studies to find out what that causation really is, because we
really do not know. Again, it is encouraging. I am a great fan and
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believer in immunizations. For the record, back in the early 1980’s,
as a member of the International Relations Committee—and you
remember this well, Mr. Chairman—I offered the amendment to
create the Child Survival Fund and put $50 million in it. Now it
has grown to over $200 million to immunize the world’s children
against pertussis, measles, tetanus, and other debilitating diseases.

So I am a great believer that immunizations save lives. But if
there is a problem, we need to be candid enough, aggressive
enough, and honest enough, for the sake of our kids, to go at this
and find out what is the causation. God willing, there is no connec-
tion. But we need to pursue that aggressively.

Thank you.

[The prepared statement of Hon. Christopher H. Smith follows:]
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Testimony of Congressman Christopher H. Smith (NJ-04)
before the Government Reform and Oversight Committee

April 25, 2001

“Autism: Status Report and Future Opportunities”

Mr. Chairman, thank you for providing us with the opportunity to discuss the status of
autism research in America today. I am here in my capacity as the Co-Chairman of the Coalition
for Autism Research and Education (C.A .R.E.), which currently has 114 Members of Congress.
C.AR.E. is a bipartisan Congressional Member Organization (CMO) dedicated to improving
research, education, and support services for persons with autism spectrum disorders.

Most of us may know that autism is a developmental disorder that has robbed at least
400,000 children of their ability to communicate and interact with their families and loved ones.
The disorder affects at least one in every 500 children in America, and much of the recent
anecdotal evidence suggests that autism rates are increasing. The real prevalence rate may be
- closer to one in every 200 children.

In fact, we may be in the midst of a silent epidemic, and not even know it. In a landmark
federal study conducted in Brick Township, the third largest town in my district, the Centers for
Disease Control and Prevention (CDC) discovered that we had a classic autism rate of 4 children
per 1000. For autism spectrum disorders, it was 6.7 children per 1000. Because there are no
national autism rates against which we can compare the numbers in Brick, we have no way to
know whether Brick’s autism rates are too high, too low, or about right.

There is a growing consensus among autism experts that the number of reported autism
- cases is increasing rapidly. For instance, the New Jersey Department of Education has said that
the number of kids classified as autistic in our school systems have increased from 241 in 1991
to an incredible 2,354 in 1999. That is an 876 percent increase! In just four years, the number of
autistic children age six through twenty one has more than doubled.

In order to unlock the mysteries of autism, the members of C.A.R.E. are working to
increase funding levéls for programs focusing on autism spectrum disorders so that our nation
-can pursue several scientific opportunities that are emerging. Clearly, increased appropriations at
. the National Institutes of Health (NIH) and the Centers for Disease Control and Prevention
(CDC) is a necessary component of an effective strategy to respond to the autism challenge.
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Another important element in fighting autlsm is this Committee and its oversight over the
NIH’s implementation of the additional “Centers: of Excellence” specified in the Children’s
Health Act (P.L. 106-310), and execution of the aWard training and education grants to
professionals who provide care for patients with-aytism, which was also authorized by the
Children’s Health Act. I strongly urge this Committee to work closely with the NIH so that
implementation of P.L. 106-310 is swift, enthusiastic, and effective.
iy
The implementation of the “Centers of Excellence in Autism Epidemiology” specified
in P.L. 106-310 is another critical issue of concern. The epidemiology research initiative in P.L.
106-310 was incorporated from HR 274, legislation I introduced, during the 106" Congress. As
the author of these provisions, 1 am particularly eager to see them carried out.

Mr. Chairman, this Committee has an important responsibility to keep in close contact
with CDC to make sure they are awarding grants and assistance to states which want to establish
their own autism surveillance programs in a timely fashion. CDC has indicated that they must
collect data from approximately 30 states before it can move forward with a comprehensive
analysis of trends that may reveal correlative factors potential causes, and hopefully effective
treatments and cures for autism.

Without adequate prevalence and incidence statistics, school districts will have a much
more difficult time adequately planning for the educational needs of autistic children in their
community. The cost of special education programs for schooi-aged children with autism is
often more than $30,000 per individual per year, and the cost nationally for caring for persons
affected by autism is estimated at more than $13 billion per year. If a school district mistakenly
budgets for five autistic children, and 25 walk through their doors, their entire school budget
could be blown off the hinges. Even with the improvements in federal funding for the
Individuals with Disabilities Education Act (IDEA) that we’re seeking, our school districts

" desperately need good, population based, autism surveillance programs.

As a co-chairman of C.A.R.E., I am in the process of drafting legislation to take us to the
next stage beyond P.L. 106-310. The first phase of our attack on autism was to focus on
surveillance, and on the biology of the disorder. The second phase, and the focus of the new
legislation, must and will focus on improving education and support services for persons with the
autism spectrum disorder.

Right now, there is a critical shortage of qualified and trained education professionals that

can appropriately teach children with autism. Many special education programs in the country do

" not have courses designed specifically to teach autistic children. As a result, when special
education teachers are hired by school districts to help disabled children, they often lack the basic
skills and understanding to appropriately assist autistic children. Autistic children are not like
mentally retarded children, which is why it is very difficult to measure IQ in autistic persons. In
some IQ dimensions — namely those relying communications skills — autistic persons often score
very low. But in other components of the IQ test, autistic persons can score very high. Unless a
special education teacher knows which areas are which, effective instruction is made more
difficult, and the autistic child will not develop to his or her full God-given potential.
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C.A.R.E. has been involved in other autism initiatives as well. On April 16, my friend
Congressman Doyle and I introduced H.Con.Res. 91, which calls upon Congress to support April
as Autism Awareness Month and April 27 as Autism Awareness Day. The resolution also
commends the parents and relatives of autistic children for their sacrifice and dedication in
providing for the special needs of their autistic children. In addition, H.Con.Res. 91 endorses the
goals of increasing federal funding for aggressive research to learn the root causes of autism.
Furthermore, my legislation urges the Department of Health and Human Services (HHS) to
continue to press for the swift and full implementation of the Children’s Health Act of 2000 (P.L.
106-310).

Finally, I want to encourage everyone in this room to attend the first C.A.R.E. briefing on
Friday, April 27, at 10 A.M. in 334 Cannon House Office Building. The briefing will focus on
the importance of early identification of autism as well as the need for early intervention for
children who have been diagnosed with the disorder. The second annual Autism Rally wili
follow the C.A.R.E. briefing on the Capitol steps at noon.

Again, thank you for providing me with an opportunity to testify today.
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Mr. BUrRTON. Thank you, Mr. Smith.

Mr. Doyle.

Mr. DoYLE. Thank you.

Chairman Burton and members of the committee, I thank you
very much for inviting me to speak with you regarding autism and
the goals and expectations for the Coalition for Autism Research
and Education [CARE].

I want to personally thank you for your interest in expanding our
knowledge of autism and autism spectrum disorders and increasing
research funding as well as for your members in CARE. Your lead-
ership has brought desperately needed attention to a major chil-
dren’s public health issue that has been neglected for the past 50
years.

As you know, autism is a life-long disorder that significantly im-
pacts the lives of those affected with the disorder as well as the
lives of parents and relatives. I need not tell you, Mr. Chairman,
of the profound effects autism has on parents and loved ones who
provide care for every 1 of these 1.7 million individuals. Autism
changes lives forever.

Based on the latest evidence, we can safely say that autism and
autism spectrum disorders are now at an epidemic level here in the
United States with over 1.7 million individuals affected. That is 1
out of every 150 to 170 children born.

During my tenure as Congressman, I have had numerous meet-
ings with concerned parents, researchers, and advocates who are
struggling to get autism research and treatment issues to the fore-
front of lawmakers’ minds. The vast majority are frustrated by the
lack of research and essential treatment and services for their chil-
dren. It is because of them, Mr. Chairman, that I became commit-
ted to forming a congressional organization for autism advocacy,
along with my good friend, Chris Smith, who I knew already had
a strong interest in autism from his work on the ASSURE Act last
Eession, and the Coalition for Autism Research and Education was

orn.

With CARE, our major goals are to ensure substantial increase
in research funding while ensuring that families receive the high-
est quality treatment possible in accordance with today’s knowl-
edge. If we accomplish these goals, the number of children born
with autism can be substantially reduced and the revolution bio-
logic treatments of the future can be achieved for those who al-
ready have autism.

I join you in your grave concern of an autism-vaccine link and
feel strongly that we must examine what vaccines may be doing to
our children and thoroughly investigate the late onset autism-mea-
sles vaccine connection. Identifying a vaccine-autism link will help
countless individuals who develop autism after a vaccination, but
we need to fully explore all possible avenues to help those who de-
velop the disorder by some other means.

In my view, we must learn to identify the genetic and biologic
basis of susceptibility to vaccine complications so that children at
risk can be identified and their vaccinations delayed, while children
not at risk can continue to receive vaccinations and the protection
from brain injury and death that they provide. In addition, identi-
fying the causes of autism will not cure the 1.7 million individuals
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- who already have ASD. Research must also strive toward the revo-

lutionary biologic treatments of the future so that there is hope for
these children and adults. The decoding of the human genome
opens the door for the development of cures for autism in the life-
time of children born with autism today.

The bottom line is that we need a lot more funding for autism
research. The opinions and testimony this committee will hear are
proof of that. I am concerned that if we focus the lion’s share of
funding on one suspected cause of autism that we could uninten-
tionally pass up vital advances in other areas. I want to provide
a lion’s share of the funding for research into both the treatments
and causes of the disorder equally for the sake of all 1.7 million in-
dividuals and families that are now living with the disorder, many
of whom were born prior to the introduction of vaccines.

Autism lasts a lifetime and often children with disorders outlive
their parents. We need to care for and educate autistic children
and adults, provide properly trained staff and educators to meet
the highly complex and specialized needs of these individuals. All
of this can become very costly over the lifetime of an individual
with autism. Steps must be taken to reduce the disability associ-
ated with autism so that more and more individuals can work and
live semi-independently.

In my home State of Pennsylvania, the Autism Society of Amer-
ica estimates that we have 73,686 individuals with autism. Autism
costs Pennsylvania an average of $50,000 per person per year. It
makes good sense to invest in research now so that we can get
quality services to families and realize the ultimate payoffs of pre-
vention of this disorder in the future and cures for those children
and adults who already have autism. :

Continued funding of NICHD’s 4-year-old Genetics and
Neurobiology Network must be maintained if we are to achieve this
goal. Combined with the creation and funding of at least five new
centers of excellence and three epidemiologic centers, autism re-
search in America can reach new heights and achieve new break-
throughs for autism. Congress must continue to fund existing au-
tism research programs without taking away the much needed
funding for them to pay for new ones. I believe that any expansion
of research programs must come with a corresponding expansion of
funding dollars.

In closing, Mr. Chairman, in western Pennsylvania, we are fortu-
nate to have one of NICHD’s collaborative programs of excellence
at the University of Pittsburgh. This 4-year-old program is not only
making a substantive contribution to the wunderstanding of
neurobiology and genetics of autism, it is providing guidance to
State legislators in developing surveillance and treatment centers
in our State.

I would like to extend a personal invitation to you, Mr. Chair-
man, and to each member of this committee to come and tour this
facility, as I have, meet the researchers and staff, and speak to in-
dividuals with autism and parents about their struggles and needs.

Mr. Chairman, I thank you for holding this hearing today and for
the opportunity to testify this morning.

[The prepared statement of Hon. Michael F. Doyle follows:]
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TESTIMONY OF THE HONORABLE MIKE DOYLE
Remarks to the
COMMITTEE ON GOVERNMENT REFORM
Hearing on
“Autism - Why the Increased Rates? A One Year Update”

Chairman Burton, Ranking Member Waxman, and members of the Committee, I thank
you very much for inviting me to speak with you regarding autism and the goals and
expectations we hope to realize through the Coalition for Autism Research and Education
known as CARE. The Coalition’s major goals are to ensure a substantial increase in
research funding, while ensuring that families receive the highest quality treatments
possible in-accordance with today’s knowledge.

Mr. Chairman, and Ranking Member, I want to personally thank you both for your
interest in expanding our knowledge of autism and autism spectrum disorders and - -
increasing research funding. Your leadership has brought desperately needed attention to
a major children’s public health issue that has béen neglected for the past 50 years.

As you know, autism is a life-long disorder that significantly impacts the lives of those
affected with the disorder as well as the lives of parents and relatives. Autism deprives
children of their ability to interact with others in ordinary ways, robs them of the means
to understand and communicate, and destroys normal reasoning skills.

" As this Committee noted last year, the prevalence of this disorder has been increasing
globally at an exponential rate. Based on the latest evidence, we can safely say that
autism and autism spectrum disorders are now at an epidemic level here in the United
States, with over 1.7 million affected individuals. That is 1 out of every 150" to 170
children born has an autism spectrum disorder. These figures are even higher than the 1
in 500 proposed a few years ago. I need not tell you, Mr. Chairman, of the profound
effects autism has on parents and loved ones who provide care for every one of these 1.7
million individuals. Autism changes lives forever.

The impact of autism on families was first brought to my attention years ago during my
tenure as Chief of Staff for a Pennsylvania state senator. I met a man by the name of Dan
Torisky, who today I have the honor of calling a friend and constituent. Dan’s son Eddie
has moderately severe autism. From the first day we met, I was struck by the tenacity

and commitment of Dan and his late wife Connie as they worked tirelessly to make the
most normal life possible for their son. I was also struck by the enormity of this effort
and the few resources available to them. The Toriskys gave me my first. comprehensive
lesson on what it meant for a family to live with autism.
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During my tenure as Congressman, I’ve had numerous meetings with concerned parents,
researchers, and advocates who are struggling to get autism research and treatment issues .
to the forefront of lawmakers minds. From those various meetings, one aspect stands out
above all-others. Iam very impressed with the dedication and commitment families have
displayed. The vast majority are frustrated by the lack of research and of essential
treatment and services for their children. It is because of them, Mr. Chairman, that I
became committed to forming a Congressional organization for autism advocacy.

I enlisted the help of a good friend, Chris Smith, who I knew already had a strong interest
in autism from his work on the ASSURE act last session, and the Coalition for Autism
Research and Education was born. And I’d like to note, Mr. Chairman, that you were
among the very first to join this Caucus on the day we officially chartered it, and I would
like to thank you for your support. By pooling our strengths, views, and resources,
CARE can be a definitive and bipartisan force for autism in congress and a resource to
lawmakers, and most importantly, parents and families. :

Although your Committee has been abead of the curve when it comes to examining
federal research activities in autism, in general, Congress has not paid sufficient attention
to this disorder, as has the National Institute of Health. I strongly believe that now is the
time for all of us to come together and combine our unique perspectives, knowledge, and
energies to focus on achieving wide-spread availability of high quality treatment and
services to families and on substantially increasing research in autism. If we accomplish
these goals, the number of children born with autism can be substantially reduced and the
revolutionary biologic treatments of the future can be achieved for those who already

have autism.

Recently, CARE has introduced legislation, H.Con.Res. 91, that supports the goal of
increasing Federal funding for aggressive research into the root causes of autism and its
treatment, and urges the swift and full implementation of the Children's Health Act of
2000. Additionally, we are circulating a letter requesting appropriations for at least five
new NIH centers of excellence and three CDC epidemiologic centers specified in this
Act, and for continuing the recently funded NICHD network of 10 Collaborative
Programs of Excellence in Autism (CPEAs). Using the CARE group as a forum, we
intend to bring researchers, parents and other concerned individuals to Capitol Hill so
lawmakers can hear their stories and become more informed about autism. These are just
a few of the activities we are pursuing with CARE.

'Center for Disease Control report on the “Prevalence of Autism in Brick Township, 1998 reported 1:250
-children have autism and 1:150 have ASD (Autism, Asperger’s Disorder, and Pervasive Developmental
Disorder Not Otherwise Specified).

Baird et al., “A Screening Instrument for Autism at 18 months of Age: A 6-year Follow-Up Study. J. Am.
Acad. Child Adolesc. Psychiatry, 39:6, June 2000 reported 1:325 children have autism and 1:170 have

autism spectrum disorder.
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“This Committee has led the charge in investigating the autism-vaccine link and I join you
in your grave concern with this issue and feel strongly that we must examine what
vaccines may be doing to our children and thoroughly investigate the late-onset
autism/measles vaccine connection. But, Mr. Speaker,-such etiologies may take a
considerable amount of time to define and past research indicates that it is likely that
there is more than one cause of autism. Identifying a vaccine-autism link will help
countless individuals who developed autism after a vaccination, but we need to
thoroughly explore all possible avenues to help those who developed the disorder by
some other means.

In my view, we must learn to identify the genetic and biologic basis of susceptibility to
vaccine complications, so that children at risk can be identified and their vaccinations
delayed